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DECEMBER  2001 


INTRODUCTION 

This  report  is  an  updated,  revised  edition  of  one  that  was  originally  distributed  in  April 
1998.  Its  purpose  is  to  provide  information  regarding  the  service  system  for  people  with 
disabilities  in  the  Commonwealth.  The  information  reflects  the  disability  service  system 
as  of  December  2001 .  It  does  not  reflect  cuts  mandated  by  the  Legislature's  late 
passage  of  the  Fiscal  Year  2002  budget.  The  report  includes  recommendations  to  the 
Governor  and  the  Legislature  on  ways  to  improve  the  accessibility  and  delivery  of 
services.  This  is  a  project  of  the  Inter-Agency  Disability  Services  Coordinating  Council 
(Executive  Order  352). 

The  report  is  divided  into  five  sections.  The  first  includes  Findings  and 
Recommendations  that  generally  apply  across  the  system.  Subsequent  sections 
include  Findings  and  Recommendations  that  are  specific  to  age  groups.  Section  two 
looks  at  disability  services  for  infants  and  toddlers  from  birth  to  age  3.  It  is  followed 
by  services  for  children  from  3  to  age  6,  older  children,  adolescents  and  young 
adults  from  6  to  22  years  of  age,  and  concludes  with  the  fifth  section,  which  focuses 
on  adults  ages  22  -  59. 

Appendixes  A,  B,  and  C  are  a  series  of  tables,  which  apply  to  each  of  the  sections. 
(Appendix  A  combines  infants  and  children  through  age  5.)  They  identify 
programs/services  from  a  cross-agency  perspective.  The  tables  contain  basic 
information  on  the  various  agencies  that  provide  services,  the  methods  by  which 
services  are  accessed,  eligibility  criteha,  funding  sources,  barriers  and  comments. 
Accompanying  footnotes  elaborate  particular  aspects  of  a  chart's  text  where 
approphate. 

The  Council's  goal  is  to  better  serve  recipients  of  state  disability  services  by  increased 
coordination  of  services,  information,  and  communication.  Its  members  consist  of 
representatives  from  the  following  agencies  and  departments  that  deliver  services  to 
people  with  disabilities  in  the  Commonwealth:  the  Massachusetts  Office  on  Disability 
(MOD)  whose  director  chairs  the  Council;  Massachusetts  Rehabilitation  Commission 
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(MRC);  the  Massachusetts  Commission  for  the  Blind  (MCB);  the  Massachusetts 
Commission  for  the  Deaf  and  Hard  of  Hearing  (MCDHH);  the  Department  of  Mental 
Health  (DMH);  the  Department  of  Mental  Retardation  (DMR);  the  Department  of 
Transitional  Assistance  (DTA);  the  Massachusetts  Commission  Against  Discrimination 
(MCAD);  the  Disabled  Persons  Protection  Commission  (DPPC);  the  Governor's 
Commission  on  Mental  Retardation;  the  Architectural  Access  Board;  the  Massachusetts 
Developmental  Disabilities  Council;  the  Department  of  Special  Education;  the  Division 
of  Medical  Assistance  (DMA);  the  Department  of  Public  Health  (DPH)  and  the  Executive 
Office  of  Transportation  and  Construction  (EOTC). 

ACKNOWLEDGMENTS 

Information  for  the  report  was  obtained  from  members  of  the  Council,  and  numerous 
other  sources.  On  behalf  of  the  Inter-Agency  Disability  Services  Coordinating  Council, 
thank  you  to  everyone  who  contributed. 

METHODOLOGY 

The  Inter-Agency  Disability  Services  Coordinating  Council  sought  information  for  the 
original  report  from  a  variety  of  resources.  It  began  with.: 

Questionnaires: 

A  questionnaire  was  sent  to  all  Inter-agency  Disability  Services  Coordinating  Council 
representatives.  It  requested  information  on:  agency  function,  target  population, 
services  provided  (programs  and  their  descriptions),  method  of  accessing  services 
(direct  self-referral  or  indirect),  eligibility  criteria,  providers  of  services  (public  or  private), 
funding  sources  (state,  federal,  private,  or  other),  service  gaps,  numbers  on  waiting  lists 
and  average  time  waited,  unmet  need  for  services  including  an  explanation  of  the  way 
that  need  is  computed,  percentage  of  dollars  allocated  to  service  delivery,  and 
administrative  costs  vis-a-vis  direct  service  costs.  A  similar  questionnaire  was  also  sent 
to  a  group  of  community  non-profit  agencies  that  represented  and  worked  with  people 
with  disabilities. 

Interviews: 

Follow-up  phone  calls  and  interviews  were  made  to  program  heads  in  both  state 
agencies  and  community-based  non-profits.  In  addition,  numerous  phone  and  in- 
person  interviews  were  conducted  with  consumers,  family  members,  and  advocates  in 
both  the  state  system  and  the  community.  These  interviews  addressed  the  individual's 
personal  experience  in  seeking  services  through  the  public  system  including  its 
community-based  contractors.  Interviews  focused  on  issues  that  were  perceived  as 
barriers  to,  or  gaps  in  service,  and  recommendations  for  reforms  which  would  facilitate 
improvements  in  service  delivery. 
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Supplementary  Readings: 

Further  documentation  was  provided  through  r'eports  that  focused  on  specific  issues 
and  services,  agency  websites  and  documents  that  explicated  eligibility  guidelines  and 
regulations. 

Reports: 

The  information  gathered  originally  was  compiled  into  three  reports  and  distributed  for 
comments  before  being  produced.  The  first  report  was  issued  in  December  1995,  the 
second  in  May  1996,  and  the  third  in  June  1997. 

This  report  is  a  compilation  of  those  that  preceded  it.  It  has  been  updated  by  the 
appropriate  agencies  to  reflect  the  current  status  of  the  various  programs  identified 
within. 

Disclosure: 

It  should  be  noted  that  not  all  agencies  represented  on  the  Council  agreed  with  all 
the  Findings  and  Recommendations  included  in  this  report.  However,  the  editors 
believe  the  information  is  objective  and  hope  that  it  will  be  helpful  in  coordinating 
a  more  effective  delivery  system. 

GENERAL  FINDINGS 

1.  The  disability  service  system,  in  general,  is  fragmented;  it  requires  transitions  - 
frequently  for  children  who  are  continually  aging  out  of  systems  -  and  is 
disruptive  to  families  and  consumers.  In  all  cases,  fragmentation  is  due  to  the 
fact  that  the  system  is  driven  by  separate  funding  streams,  different 
eligibility  criteria,  and  agency  focus  rather  than  individual  need. 

2.  Case  management  services  are  limited.  They  only  exist  for  small  populations: 
some  individuals  who  are  deaf,  have  mental  retardation,  mental  illness  or  a  head 
injury.  Those  who  receive  these  sen/ices  are  usually  among  the  most  severely 
disabled.  Nothing  exists  for  other  categories  of  disability  and  for  a  vast  middle 
group  (disabled,  but  not  severely)  who  flounder  trying  to  access  and  piece 
together  services  on  their  own.  This  lack  is  particularly  problematic  for  people 
who  are  newly  disabled. 

3.  Eligibility  criteria  preclude  some  consumers  from  receiving  appropriate 
services  either  because  of  gaps  between  services  for  which  an  individual  is 
eligible  (this  is  apparent  in  criteria  based  on  age  and/or  IQ),  or  because  some 
consumers  with  less  common  disability  diagnoses  or  with  complex  service 
needs  do  not  meet  specific  criteria.  For  example,  children  and  adults  with 
developmental  disabilities,  including  autism  spectrum  (e.g.  Autistic  Disorder, 
Pervasive  Developmental  Disorder  (PDD),  Asperger's  Syndrome,  Rett's 


Page  3  of  99 


Syndrome  and  Childhood  Disintegrative  Disorder)^  receive  a  patchwork  of 
services  from  various  agencies  because  their  disability  usually  does  not  meet  the 
specific  criteria  of  a  particular  agency. 

Family  income  is  also  a  major  factor  in  eligibility  for  services.  MassHealth,  a 
primary  funding  source  for  medical  treatment  and  support  services  for  people 
with  disabilities,  is  available  to  those  who  are  income  eligible  -  for  children  in 
families  with  income  at  or  below  200%  of  the  Federal  Poverty  Level  (FPL)  and  for 
adults  with  income  at  or  below  133%  FPL. 

4.  No  accurate  numbers  exist  on  the  "unmet"  need  for  services.  Waiting  lists  only 
identify  those  people  who  are  in  the  system,  and  often  on  waiting  lists  for  more 
than  one  agency,  and  current  projections  of  the  unmet  needs  are  extrapolations 
based  on  national  disability  prevalence  rates. 

5.  Transportation  services  are  essential  to  people  with  disabilities  who  live  in  the 
community  or  in  facilities  such  as  nursing  homes.  These  services  are  defined  by 
their  funding  source,  or  they  may  be  tied  to  programs  with  which  agencies  have 
contracts.  This  results  in  a  system  that  is  piecemeal,  uncoordinated,  and  in 
some  cases,  duplicated.  Individuals  with  disabilities  also  rely  heavily  on  public 
transportation.  Some  metropolitan  areas  in  the  Commonwealth  have  vast 
public  transportation  systems  that  frequently  do  not  meet  the  accessibility 
standards  mandated  in  the  Americans  with  Disabilities  Act  (ADA)  and  other  laws. 
In  contrast,  rural  transportation  services  are  both  inadequate  and  extremely 
limited,  if  they  exist  at  all.  In  addition,  the  Regional  Transit  Authorities  (RTAs) 
must  contend  with  an  expanding  customer  base  -  the  result  of  an  aging 
population,  federal  laws,  and  lack  of  full  accessibility  in  public  transportation 
systems  -  and  a  lack  of  new  dollars  to  meet  this  growth.  Also,  many  communities 
pay  into  RTA  districts,  but  receive  no  services. 

6.  Housing  resources  for  individuals  with  disabilities  and/or  their  families,  including 
home  adaptations  such  as  wheelchair  ramps  or  an  accessible  bathroom,  are 
limited. 

7.  The  same  services  within  the  same  agency  may  vary  from  region  to  region. 

8.  Information  and  Referral  (l&R)  systems,  as  the  linchpin  of  disability  services, 
are  fragmented  and  limited,  thus  creating  barriers  to  services  for  consumers 
whose  needs  go  beyond  the  immediate  agency  through  which  they  entered  the 
system.  Most  existing  systems  are  not  multilingual  and  as  such  impede  access 
for  individuals  for  whom  English  is  not  the  primary  language. 

9.  Protective  services  and  abuse  investigations  exist  within  five  state  agencies 
(e.g.  DPPC,  DMR,  DPH,  MRC,  and  DMH),  all,  but  one  of  which  (DPPC  is  an 


1  "Exploring  the  Options  for  Young  Children  with  Autism",  Massachusetts  Department  of  Education,  Fall 
1998. 
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investigation  agency)  provide  services  for  people  with  disabilities.  In  some  cases 
services  are  duplicated,  lack  uniformity,  and  are  too  narrowly  restricted  by  the 
statutory  definition  of  abuse. 

It  should  be  noted  that  in  cases  involving  individuals  with  mental  retardation 
significant  progress  has  been  made  as  a  result  of  a  new  Memorandum  of 
Understanding  (MOD)  with  the  District  Attorneys.  The  MOU  ensures  that  the 
most  serious  allegations  (felonies)  will  be  investigated  by  law  enforcement 
professionals. 

10.  Crisis  intervention  and  emergencies  are  intensive  and  costly.  Programs 
(such  as  respite)  and  funds  for  pre-empting  a  crisis  and/or  managing 
occurrences  are  extremely  limited. 

1 1  .The  system  for  obtaining  Criminal  Offender  Record  Information  (referred  to  as 
CORI  checks)  is  expensive  for  individuals  who  use  personal  care  attendants 
(PCAs),  and  limited  in  terms  of  the  information  it  provides.  For  example,  if  an 
individual  uses  5  PCAs/week,  s/he  is  faced  with  a  $10  application  fee  for  each 
name  submitted,  and  the  information  regarding  each  PCA  is  limited  to 
arraignments  in  Massachusetts.  CORI  checks  of  an  individual  are  based  solely 
on  name  and  date  of  birth,  rather  than  fingerprints  which  would  verify  identity. 

12.  Early  and  Periodic  Screening,  Diagnostic,  and  Treatment  (EPSDT)  is  a 

federal  mandate  to  state  Medicaid  programs  that  they  must  deliver  all  medically 
necessary  services  to  all  Medicaid-enrolled  children  under  21  years  of  age. 
Under  the  requirements  of  EPSDT  each  Medicaid  program  must  establish  a 
schedule  of  preventive  health  care  services  that  relate  to  health,  nutritional  and 
developmental  services.  The  screening  program  defines  services  to  which  all 
children  who  are  enrolled  in  Medicaid  are  entitled.  School  health  personnel, 
under  contracts  with  the  Division  of  Medical  Assistance  (the  Municipal  Medicaid 
Program),  work  to  enroll  eligible  children  and  adolescents  in  MassHealth  through 
which  they  receive  primary  and  preventive  health  care  services  in  accordance 
with  EPSDT  requirements.^  However,  significant  gaps  exist  for  children  in 
mental  health  services. 

1 3.  Employment  statistics  for  working  age  (i.e.  1 8  -  64)  individuals  with  disabilities 
are  dismal.  Almost  70%  are  unemployed.^ 


^   Information  on  EPSDT  found  on  DMA's  website  under;  MassHealth  Title  XXI  State  Plan  Prepared  by 
The  Division  of  Medical  Assistance,  Executive  Office  of  Health  and  Human  Services,  The  Commonwealth 
of  Massachusetts,  Section  2.  General  Background  and  Description  of  State  Approach  to  Child  Health 
Coverage  (Section  2102  (a)  (1)-(3)  and  (Section  2105)  (c)(7)(A)-(B),  22.1  The  Municipal  Medicaid 
Program. 

^  National  Organization  on  Disability,  "Employment  Rates  of  People  with  Disabilities",  excerpted  from, 
N.  O.  D./Harris  2000  Survey  of  Americans  with  Disabilities,  July  2001 . 
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14.  While  MassHealth  offers  insurance  coverage  to  working  and  non-working 
disabled  adults  through  its  Commonhealth  program,  most  major  federal 
programs,  such  as  SSI/SSDI,  create  disincentives  to  employment  for  people 
with  disabilities  (through  the  substantial  gainful  activity  rule)  by  focusing  on 
one's  general  inability  to  work  as  proof  of  total  disability. 

15.  There  are  not  enough  interpreters  for  the  deaf  in  the  Commonwealth, 
particularly  those  who  are  certified  to  interpret  at  legal  hearings  such  as  those  at 
the  MA  Commission  Against  Discrimination  (MCAD),  or  in  the  court  system  as 
well  as  in  health  and  human  services  agencies. 

16.  The  Massachusetts  Commission  Against  Discrimination  (MCAD)  has  no 

regulations  pertaining  to  cases  of  discrimination  against  people  with  disabilities  in 
places  of  public  accommodations.  The  state  law,  as  it  currently  stands,  prohibits 
discrimination,  but  there  is  no  provision  for  reasonable  accommodations. 

17.  Individuals  who  seek  to  file  discrimination  complaints  with  MCAD  are  often 
confused  about  the  types  of  issues  MCAD  adjudicates  as  well  as  the  process  for 
filing  a  case  and  the  kind  of  documentation  needed  to  prove  discrimination. 

GENERAL  RECOMMENDATIONS 

1 .  To  minimize  systemic  fragmentation  and  frequent  transitions: 

•  Remove  rigid  category  definitions 

•  Utilize  inter-agency  service  agreements 

•  Implement  appropriate  legislative  and  regulatory  changes 

•  Seek  federal  waivers  to  restrictions  based  on  funding  source 

•  Increase  outreach  and  education  to  consumers  at  "transitions"  and  when 
systems  and  procedures  change  to  avoid  confusion  and  frustration, 
interruption  and  termination  of  services 

2.  More  case  management  services  need  to  be  available  in  the  disability  service 
system.  To  preclude  duplication  of  case  management  services  when  dual  or 
multi  agency  services  are  required,  delegate  responsibility  for  an  individual  client 
to  a  lead  case  manager  and  define  agency  links.  In  some  cases,  a  co-case 
manager  may  be  appropriate  to  provide  assistance  to  the  lead  regarding 
technical  assistance  in  a  specialty  area.  In  most  other  cases,  when  more  than 
one  agency  is  involved,  the  services  of  each  should  be  defined  in  a  service  plan 
and  should  be  complementary. 

3.  Develop  a  strategy  around  "gap"  consumers  who  are  not  receiving  vital 
services  due  to  eligibility  critena.  Consider  developing  and  funding  a  distinct 
division  for  individuals  with  developmental  disabilities  within  an  existing 
agency.  That  division  will  have  responsibility  for  oversight  and  care  coordination 
for  those  populations  that  now  piece  together  or  go  without  services  all  together. 
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The  Statewide  Head  Injury  Program  (SHIP)  which  is  housed  in  MRC 
represents  an  example  of  such  an  entity. 

4.  Develop  a  strategy  to  fund  outreach  efforts  that  aim  to  inform  individuals  who 
need  services  but  are  not  in  the  system,  about  available  services  and  how  to 
access  them. 

5.  To  improve  efficiencies,  cost  effectiveness,  and  user  friendliness  in  the  public 
transportation  system: 

•  eliminate  eligibility  criteria  for  receiving  public  transportation  services 
between  the  systems  which  sen/e  the  elderly  and  individuals  with  disabilities, 

•  coordinate  funding  streams,  transportation  routes,  and  schedules, 

•  increase  outreach  and  training  in  accessing  and  using  existing  rural 
transportation  services, 

•  establish  a  task  force  to  study  the  cost  effectiveness  and  impact  on 
consumers,  of  eliminating  the  brokerage  system  currently  utilized  by  the 
Regional  Transit  Authorities  (RTAs),  and  to  identify  potential  revenue 
sources  for  expanding  both  the  currently  limited  fixed  route  service  and 
transportation  in  rural  communities, 

•  increase  funding  of  the  MBTA  RIDE  and  other  regional  para  transit 
services  to  increase  availability. 

6.  Implement  legislation  passed  as  part  of  the  2000  Transportation  Bond  Bill  which 
will  allow  communities  that  pay  assessments  to  the  MBTA,  but  do  not  receive 
RIDE  services,  to  develop  a  transportation  system  for  the  disability  community. 
Include  a  50%  offset  against  those  communities'  MBTA  assessment. 

7.  Expand  affordable,  accessible  housing  options  for  people  with  disabilities  by: 

•  Increasing  funding  for  the  Home  Modifications  for  Individuals  with 
Disabilities  Loan  Program  (HMDL)  that  is  administered  by  the 
Massachusetts  Rehabilitation  Commission, 

•  Working  with  federal  funding  agencies  to  provide  adequate  subsidies  for 
housing  on  the  open  market, 

•  Encouraging  the  development  of  community  programs,  such  as  those 
currently  provided  by  civic  and  religious  organizations,  which  donate  labor 
and  materials  for  home  modifications, 

•  Increasing  access  to  homeownership  by  expanding  existing  tax 
incentives  that  provide  low  interest  loans  and  low  down  payment 
requirements  to  eligible  consumers, 

•  Ensuring  that  adaptive  and  universal  design  as  required  by  law  is 
implemented  into  all  public  housing  stock, 

•  Introducing  the  concept  of  "visitability"  in  all  new  construction  so  that  people 
with  disabilities  have  the  basic  access  they  need  to  go  to  a  neighbor's  house. 
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8.  Expand  the  existing  disability  Information  and  Referral  Program  in  the 
Massachusetts  Office  on  Disability  (MOD)  to  provide  a  broad  range  of 
information  through  a  single  source,  which  is  available  to  all  people  with 
disabilities,  agencies,  and  individuals  outside  the  system.  This  program  is 
already  accessible  statewide  through  an  800  number  and  by  TDD 
(telecommunication  device  for  the  deaf).  It  also  provides  cross-disability 
information. 

9.  Consolidate  abuse  investigations  into  a  single,  independent  agency  and 
expand  its  jurisdiction  to  include: 

•  neglect  and  abuse  by  individuals  other  than  caretakers, 

•  financial  exploitation, 

•  people  with  disabilities  of  all  ages. 

10.  Provide  adequate  resources  to  cover  the  expanded  legal  and  practical  capacity 
including  forensic  experts. 

1 1 .  Create  a  flexible  funding  pool  to  be  used  by  service  providing  agencies  in 
crisis  prevention  and  emergencies. 

12.  Investigate  tying  into  a  national,  centralized  database  that  provides  criminal 
offense  records  for  individuals  who  provide  PCA  services.  Consider  requesting 
funds  for  this  program  from  the  Health  Care  Financing  Administration  (HCFA)» 

13.  Continue  to  promote  outreach  to  identify  and  enroll  eligible  children  and 
adolescents  in  MassHealth  to  ensure  that  the  EPSDT  guidelines  ensure  good, 
preventive  health  care  for  all  children. 

14.  Continue  to  work  for  improvements  for  people  with  disabilities  who  receive 
SSI/SSDI  through  the  Ticket  to  Work  Legislation  and  other  programs.  Explore 
additional  improvements  in  the  Medicaid  Buy-In  programs  -  i.e.  Commonhealth 
through  the  Medicaid  infrastructure  grant. 

15.  Increase  collaboration  between  the  Department  of  Education  and  human 
service  agencies,  and  assign  responsibility  for  assuring  coordination 

between  DOE  and  human  services  agencies. 

1 6.  Establish  criteria  for  children's  services  and  apply  it  through  age  22. 

17.  Increase  availability  of  training  and  curriculum  in  community  and  state 
colleges  on  the  subjects  of  American  Sign  Language  proficiency  and  also  in 
other  modes  of  communication  access. 
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18.  Recruit  and  offer  tuition  reimbursement  to  students  who  are  interested  in 
studying  and  becoming  certified  in  American  Sign  Language,  interpreting,  and 
computer  assisted  real  time  (CART)  transcription. 

19.  Promulgate  MCAD's  recently  written  Public  Accommodations  Regulations.  If 

this  is  done,  perhaps  the  agency  can  contract  with  the  Department  of  Justice  to 
investigate  Title  III  ADA  public  accommodations  cases.  (MCAD  currently 
contracts  with  the  Equal  Employment  Opportunity  Commission  (EEOC)  to 
investigate  ADA  employment  cases,  and  with  the  U.  S.  Department  of  Housing 
and  Urban  Development  (HUD)  agency  to  investigate  housing  cases  filed  under 
the  Federal  Fair  Housing  Act.) 


THE  SERVICE  SYSTEM  FOR  INFANTS  AND  TODDLERS 
FROM  BIRTH  TO  AGE  3 


Early  Intervention  (El)  is  the  primary  program  that  provides  services  for  children  (from 
birth  through  age  2)  with  disabilities,  or  children  who  are  at  risk,  biologically  or 
environmentally,  of  developmental  delay.  El  is  housed  in  the  Department  of  Public 
Health's  Children  with  Special  Health  Needs  Division  and  funded,  in  part,  by  Medicaid 
(DMA).  The  program  focuses  on  including  and  empowering  families  -  i.e.  the  service 
environment  adapts  to  the  family,  it  is  supportive  of  caregivers,  and  it  trains  parents  to 
provide  needed  skills.  Services  after  age  2  are  not  provided  through  a  single 
program. 

FINDINGS: 

1 .  The  voluntary  aspect  of  the  El  program  is  essential  to  the  program's  goal  of 
empowering  families  and  Massachusetts  has  one  of  the  highest  enrollments  in 
the  country  testifying  to  the  program's  success.  However,  there  may  be  some 
children  whose  development  may  be  at  environmental  risk   of  delay  due  to  the 
fact  that  their  parents  haven't  enrolled  them  in  the  program.  This  may  occur  if 
the  parents  are  unaware  of  a  potential  delay  in  their  child's  development. 

2.  Exact  numbers  of  families  of  children  with  disabilities  or  at  risk  of  developmental 
delay  are  unknown  and  outreach  is  limited  by  budgets  and  funding  caps. 


"...Environmental  risk  infants  are  those  who  are  biologically  sound  but  whose  early  life 
experience,  including  maternal  and  family  care,  health  care,  nutrition,  opportunities  for  expression  of 
adaptive  behaviors,  and  patterns  of  physical  and  social  stimulation  are  sufficiently  limiting  to  the  extent 
that  they  impart  high  probability  for  delayed  development "  (Early  Intervention  Operational  Standards, 
5/94). 
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3.  Services  specific  to  certain  severe  disabilities  or  those  included  in  the  low 
incidence  ^  spectrum  such  as  autism  or  related  disorders,  deafness,  hard  of 
hearing  and  blindness,  are  in  place  with  ready  access  and  complete  training,  to 
interface  with  specialty  providers.  However,  providers  of  special  services  are 
limited  in  some  areas  of  the  state  and  some  children  may  be  underserved  for 
this  reason. 

4.  Early  Inten/ention  programs  serve  children  in  natural  settings  such  as  integrated 
toddler  groups  in  day  care.  However,  integrated  groups  should  not  preclude  the 
need  for  day  care  workers  to  be  trained  in  working  with  children  who  have 
specific  disabilities,  nor  should  day  care  be  considered  a  substitute  for  training 
parents  in  how  to  care  for  a  child's  disability. 

5.  DMR  has  dollars  for  respite  care  for  eligible  children  as  do  some  regional  El 
service  providers,  but  generally  there  are  no  DPH  dollars  for  providing  this 
service  in  the  El  program.  (Note:  legislation  was  recently  passed  providing  $1 
million  for  respite  for  children  in  the  El  system  who  have  special  medical  needs.) 

6.  A  shortage  of  in-home  nursing  staff  exists  for  families  of  children  with  special 
health  care  needs.  ^  This  has  become  a  critical  issue  that  severely  impacts  a 
family's  ability  to  care  for  its  child  at  home. 

7.  Housing  resources  for  families,  including  home  adaptations  such  as  wheelchair 
ramps  or  an  accessible  bathroom,  are  limited 

8.  A  smooth  transition  process  is  needed  for  families  moving  from  El,  which  is 
family  focused,  to  Special  Education  which  is  child  focused. 

9.  Although  funding  for  El  services  is  an  entitlement  for  the  state,  adequate 
funding  for  individual  services  for  children  with  disabilities  or  at  risk  of 
developmental  delay  is  not  necessarily  assured. 


^  Low  incidence  disabilities  are  severe  disabilities  that  have  a  low  prevalence  rate  in  the  general 
population.  Each  low  incidence  disability  has  unique  needs  and  requires  special  knowledge  of 
professionals  and  parents  in  order  to  effect  maxinnum  development. 

^  "There's  No  Place  Like  Home,  Meeting  the  Housing  Needs  of  Families  of  Children  with  Special 
Health  Care  Needs",  A  Report  for  Franciscan  Children's  Hospital  and  Rehabilitation  Center,  Boston, 
Massachusetts,  December  1994,  p.  3. 

^  There's  No  Place  Like  Home,  Meeting  the  Housing  Needs  of  Families  of  Children  with  Special 
Health  Care  Needs,  pp.  20-25. 
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RECOMMENDATIONS:  (Some  recommendations  reflect  more  than  one 
Finding) 

1 .  Expand  outreach  and  education  to  professionals  who  are  involved  in  the 
identification,  diagnosis  and  treatment  of  children  with  disabilities. 

2.  Increase  training  in  parenting  programs  to  prepare  parents  in  responsible 
child-rearing  skills.  These  programs  are  inherently  preventive  in  that  they  help 
mitigate  burnout,  abuse  and  neglect  among  parents  of  a  child  with  a  disability  or 
at  risk  of  developmental  delay,  who  are  unprepared  for  the  task  of  raising  a  child. 

3.  Considerable  expertise  on  specific  disabilities  exists  in  the  present  disability 
agency  structure  which  can  be  more  effectively  utilized  through  inter-agency 
collaboration  to: 

•  Continue  and  expand  ongoing  efforts  between  the  Department  of  Public 
Health  and  the  Department  of  Education  to  facilitate  the  transition  process 
for  families  moving  from  El  to  Special  Education 

•  Expand  the  provision  of  special  services  for  certain  severe  or  low  incidence 
disabilities  in  underserved  areas 

4.  Expand  funding  for  respite  sen/ices;  they  are  cost  effective,  and  may 
preclude  the  need  for  expensive,  intensive,  family  support  services  or 
institutionalization  when  a  crisis  occurs. 

5.  Work  with  home  health  and  other  nursing  agencies  and/or  residential  services  to 
promote  in-home  nursing  services.  Providing  services,  such  as  shuttle  buses 
or  escorts,  may  encourage  health  care  workers  to  provide  nursing  services  in 
areas  considered  hazardous  and/or  rural. 

6.  The  potential  for  expanding  childcare  services  in  the  under  3  population 
should  be  increased.  El  should  not  be  the  only  source. 


THE  SERVICE  SYSTEM  FOR  CHILDREN  FROM  AGE  3  TO  AGE  6 
FINDINGS: 

1 .  Children  who  age  out  of  El  when  they  become  3  years  old,  who  do  not  have  a 
diagnosed  disability  that  meets  the  Special  Education  eligibility  criteria  ^ 

(most  likely  the  at-risk  child,  such  as  one  who  is  HIV  positive  and  children  with 
invisible  problems  such  as  emotional  disabilities),  may  experience  some  service 


"  Is  Special  Education  the  Right  Service?,  A  Technical  Assistance  Document  prepared  by  the 
Massachusetts  Department  of  Education",  Working  Draft,  March  2001. 
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gaps  ^.  This  is  due  to  the  fact  that  the  broad  eligibility  requirements  for  El  differ 
from  the  eligibility  criteria  of  Chapter  766. 

2.  In  some  cases,  a  child  who  does  not  meet  Special  Education  eligibility,  may  be 
eligible  for  pre-school  services  through  a  School  District  funded  program  which  is 
not  part  of  special  education,  or  s/he  may  qualify  for  a  state  subsidized  child  care 
program.  Those  children  for  whom  neither  of  these  options  is  available,  may  sit 
home  until  they  are  old  enough  to  enter  the  school  system. 

3.  Early  childhood  programs  (pre-kindergarten)  are  available  in  335  of  351  cities 
and  towns,  but  may  not  be  available  to  all  children  due  to  restricted  eligibility 
criteria  and/or  limited  funds. 

4.  Preschool  programs  that  do  exist  are  often  neither  affordable  nor 
handicapped  accessible  to  all  3  and  4  year  olds.^° 

5.  Providers  of  special  services  for  low  incidence  disabilities  are  limited  in  some 
areas  of  the  state. 

6.  Access  to  specialized  programs  may  be  impeded  by  a  lack  of  transportation 
for  children  and  their  families. 

7.  Mental  illness  in  children  under  3  is  addressed  through  Early  Intervention; 
however,  most  Early  Intervention  providers  do  not  have  the  clinical  expertise  to 
adequately  identify  and  address  these  problems.  Children  from  3-6  years  old 
fall  into  a  gap  for  the  following  reasons:  (1)  while  special  education  serves  those 
identified  as  in  need  of  continuing  service,  school  systems  are  reluctant  to 
identify  children  with  emotional  and  behavioral  problems  as  having  an  emotional 
disability,  and  (2)  the  public  mental  health  system  is  oriented  towards 
treatment  of  severe  emotional  disturbance  (SED).  As  a  result,  children  who  may 
have  a  mental  illness  but  do  not  meet  the  special  education  disability  definition 
may  receive  outpatient  services  but  will  not  be  eligible  for  more  intensive 
services. 

RECOMMENDATIONS:  (Some  recommendations  reflect  more  than  one 
Finding) 

1 .  Implement  a  funding  plan  which  ensures  that  all  pre-school  children  have  the 
opportunity  to  participate  in  early  education  programs  in  their  communities. 


^  A  child's  continued  need  for  services  does  not  assume  that  the  issues,  which  made  that  child 
eligible  for  the  El  program,  have  not  been  successfully  addressed  within  the  limits  of  that  program, 

^°  "Securing  Our  Future,  Planning  what  we  want  for  our  youngest  children"  Future  Trends-Volume 
VI:  2001,  Executive  Summary,  p.  ill. 
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2.  Explore  the  impact  and  potential  benefits  that  regional  consultants  in  special 
services  have  in  regular  day  care  settings.  Services  and  supports  provided  by  an 
Early  Intervention  pilot  project,  the  Regional  Consultation  Program,  to  children 
in  integrated  day  care  programs  may  have  an  additional  benefit  of  increasing 
both  the  comfort  level  and  knowledge  of  day  care  workers  who  continue  to  work 
with  those  children  aging  out  of  El  (but  staying  in  day  care)  who  may  still  be  "at 
risk ",  such  as  the  child  with  mental  health  problems,  but  who  do  not  meet  the 
eligibility  for  special  education  preschool  programs. 

3.  Establish  a  funding  pool  for  transportation  to  programs  and  services  for  low- 
income  children  with  disabilities  and  their  parents. 

4.  Itinerant  consultants  with  expertise  in  specific  disabilities  should  be  utilized  to 
provide  joint  training  and  assist  with  Individualized  Family  Support  Plans  (IFSPs) 
for  Early  Intervention,  Preschool  and  HeadStart  teachers  in  areas  where  special 
providers  are  limited. 

5.  A  nationally  recognized  assessment  tool  to  determine  mental  illness  in  very 
young  children  should  be  utilized  so  that  children  can  receive  necessary 
services. 

6.  Establish  a  funding  pool  for  Assistive  Technology  and  personnel  who  can 
communicate  in  sign  language  for  educational  settings  covering  K-12. 

THE  SERVICE  SYSTEM  FOR  CHILDREN,  ADOLESCENTS  AND 
YOUNG  ADULTS  FROM  AGE  6  TO  AGE  22 

Special  Education  is  the  focus  of  most  services  that  are  provided  for  children  and 
adolescents  with  disabilities  once  they  reach  school  age.  These  services  may  start  for 
eligible  children  when  they  age  out  of  the  Early  Intervention  Program  at  the  age  of  3  and 
enter  preschool.  They  end  when  a  student  either  graduates  from  high  school  or 
reaches  the  age  off  22,  at  which  time  they  may  enter  the  adult  service  system  if  eligible. 

FINDINGS: 

1.  Linkages  between  local  school  districts  and  the  human  service  agencies 

that  have  expertise  in  particular  disabilities  vary  significantly  across  the  state. 
Recent  changes  in  special  education  regulations  move  the  standard  from 
maximum  feasible  benefits  (MFB)  to  free  and  appropriate  public  education 
(FAPE).  As  Massachusetts  implements  the  lower  federal  standards,  the  issue 
of  weak  linkages  may  be  exacerbated  as  responsibility  and  costs  for  providing 
services  shift  from  local  school  districts  to  human  service  agencies.  Children  may 
be  at  risk  of  losing  services  as  a  result. 
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2.  Schools  are  writing  504  plans  for  students  with  disabilities  rather  than  766  plans. 
School  systems  have  no  guidelines  or  training  in  the  differences  between  the  two 
plans.  Students  may  receive  inadequate  or  inappropriate  services  as  a  result. 

3.  Transition  Planning,  an  essential  component  of  independent  living  in  one's 
community  after  high  school,  often  lacks  effective  collaboration  with  adult 
human  service  agencies,  the  primary  providers  of  services  for  individuals 
entering  the  adult  service  system. 

4.  Adolescents  who  are  aging  out  of  the  child  service  system  are  often  faced  with 
gaps  in  services  due  to  different  eligibility  standards  in  the  adult  system. 
Additionally,  a  client  may  age  out  of  one  agency,  and,  due  to  eligibility  criteria,  be 
unable  to  meet  the  requirements  for  receiving  services  from  another  agency. 

5.  The  present  system  of  contracting  for  residential  programs  limits  agencies  and 
their  clients  (i.e.  agencies  must  commit  dollars  prior  to  actual  need  and  they  are 
bound  to  the  programs  with  which  they  contract).  However,  related  to  deaf 
children,  it  may  be  expedient  to  contract  for  this  type  of  service  in  order  to  ensure 
the  ready  availability  of  staff  in  a  residential  facility  who  can  fully  communicate 
with  children  who  use  American  Sign  Language  (ASL)  or  a  manually  coded 
English  Sign  System. 

6.  A  joint  initiative  between  the  Departments  of  Mental  Retardation  (DMR)  and 
Education  (DOE)  has  been  successful  in  bringing  home  children  from 
residential  schools  and  in  preventing  the  initial  placements.  During  the  past  4 
fiscal  years,  40  children  have  been  returned  to  their  home  communities  from 
expensive  residential  schools,  and  187  children  have  been  prevented  from  going 
to  such  places  by  services  which  are  provided  in  their  home  communities  with 
their  families. 

7.  Lack  of  accessible  transportation  is  pervasive  in  the  Commonwealth  and 
creates  major  barriers  for  adolescents  and  young  adults  who  are  dependent  on  it 
to  receive  services  and  avoid  social  isolation  ^\ 

8.  There  is  a  need  for  more  recreational  and  social  programs  that  include  children 
and  adolescents  with  disabilities. 

9.  The  state  licensing  regulations  do  not  specifically  require  licensees  of  after- 
school  programs  to  be  accessible. (Note:  regulations  do  exist  requiring 
licensees  of  infant  and  pre-school  programs  to  hold  those  programs  in  accessible 
places). 


"RTA  Transit  Needs  and  Funding  Analysis,  Final  Report",  KKO  &  Associates,  May  1996, 
pp.xix  -  xxi. 

The  Americans  with  Disabilities  Act  (ADA)  and  Section  504  of  the  Rehabilitation  Act  as  well  as 
the  Massachusetts  Public  Accommodations  law  provide  some  coverage  here. 
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10.  The  Department  of  Social  Services'  (DSS)  important  priority  of  protecting  children 
from  abuse  has  inadvertently  diverted  attention  from  serving  the  needs  of 
families  in  which  a  disability  exists. 

RECOMMENDATIONS:  (Some  recommendations  reflect  more  than  one  Finding) 

1 .  Develop  stronger  linkages  through  inter-agency  service  agreements  (ISAs) 

that  support  more  effective  coordination  of  programs  and  initiatives  (such  as 
School  to  Work),  and  job-skills  training  of  consumers  among  DOE,  MRC,  DMR 
and  other  relevant  agencies.  This  would  be  cost  effective  and  result  in 
increasing  job  opportunities  for  people  with  disabilities  who  experience  high 
unemployment  (nearly  70%^^). 

2.  Create  written  guidelines  for  writing  504  plans  and  implement  training  for 
schools  and  parents  that  addresses  the  differences  in  504  and  766  plans. 

3.  Support  transition  planning  as  part  of  a  student's  special  education  program 
that  effectively  addresses  a  student's  career  needs  and  life  experience. 
Assessments  should  be  conducted  early  enough  to  establish  a  student's 
vocational  aptitude  and  interests  in  order  to  preclude  a  break  between  school 
and  employment  training. 

4.  Fund  services  that  are  identified  in  Chapter  688  and  individualized  transition 
plans  when  students  age  out  of  school  or  graduate.^"* 

5.  Coordinate  age-eligibility  standards  among  the  various  agencies  delivering 
services  to  children  and  adolescents  to  facilitate  transition  planning. 

6.  Create  a  more  flexible  system  for  purchasing  residential  services  that  would 
enable  agencies  to  buy  program  slots  based  on  need  and  client- 
appropriateness;  currently  agencies  contract  for  them. 

7.  Expand  programs  and  increase  intensive  family  supports  so  that  residential  care 
can  be  limited.  It  is  more  humane  and  sometimes  far  more  cost  effective  to 
increase  intensive  family  supports  When  a  child  with  a  disability  lives  at  home 
than  to  provide  residential  treatment. 


statistic  is  derived  from  the  N.O.D./Harris  2000  Survey  of  Americans  with  Disabilities, 
conducted  by  Louis  Harris  and  Associates  for  the  National  Organization  on  Disability.  See  N.O.D.  website 
(www.. nod. org):  Employment  Rates  of  People  with  Disabilities. 

See  "Chapter  688"  Turning  22"  Program,  A  Report  to  the  Legislature",  Executive  office  of 
Health  &  Human  Services,  William  D.  O'Leary,  Secretary,  October  30,  1997,  Executive  Summary, 
Conclusion  and  Recommendations,  #1. 
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8.  Use  itinerant  consultants  to  assist  school  districts  in  developing  programs  for 
challenging  special  education  students.  This  may  alleviate  the  need  for  out-of- 
district  placements. 

9.  Establish  a  mechanism  for  transferring  funds  between  institutions  and 
community-based  services  so  there  are  funds  to  support  individuals  who  move 
from  one  part  of  the  care  continuum  to  another. 

1 0.  Require  the  state  agency,  the  Office  of  Child  Care  Services  (OCCS)  that 
licenses  after-school  programs,  to  articulate  the  specific  compliance 
requirements  regarding  program  accessibility  in  their  regulations. 

1 1 .  Provide  training  for  DSS  workers  in  issues  specific  to  children  with  disabilities 
and  their  families  and  collaborate,  through  Interagency  Sen/ice  Agreements 
(ISAs)  with  disability  service  agencies,  on  programs  and  services  which  would 
pre-empt  crisis  situations  for  families  with  a  disabled  child. 

12.  Develop  a  support  system  for  parents  with  disabilities  to  enable  them  to  keep 
their  children  rather  than  having  them  under  DSS  control  and/or  put  up  for 
adoption. 

THE  SERVICE  SYSTEM  FOR  ADULTS  FROM  AGE  22 

In  most  cases,  after  the  age  of  59,  adults  receive  many  services  through  the  elderly 
system.  Individuals  with  certain  disabilities  such  as  blindness,  mental  retardation  and 
mental  health  may  continue  to  receive  some  services  specific  to  their  disability  through 
the  disability  agencies  in  collaboration  with  providers  from  the  elderly  system. 

FINDINGS 

1 .  In  some  cases,  managed  care  has  created  confusion  for  consumers.  It  most 
often  requires  additional  paperwork,  prior  authorization  forms,  and  dependence 
on  others  to  complete  procedural  tasks  before  services  can  be  received. 
(Providers  also  must  comply  with  excessively  complicated  administrative 
procedures.) 

2.  For  mental  health  consumers  acute  care  is  covered  by  Medicaid  and 
continuing  care  is  covered  by  the  Department  of  Mental  Health.  The  full  range  of 
community-based  services  is  not  available  to  those  covered  at  the  acute  end  of 
the  care  continuum.  Thus,  a  discontinuity  of  services  as  well  as  limited 
services,  due  to  different  funding  sources,  exists  for  those  moving  from  acute  to 
intermediate  to  long-term  care  as  well  as  for  those  moving  back  into  the 
community.. 
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3.  Standards  for  procuring  durable  medical  equipment  (DME)  are  clear,  but  some 
aspects  of  the  process  for  complying  with  them  are  confusing  to  consumers 
and  advocates.  For  example: 

•  individual  vendors  who  contract  with  the  Division  of  Medical  Assistance  may 
tell  a  consumer  that  Medicaid  will  not  pay  for  a  certain  piece  of  equipment 
when,  in  fact,  it  will 

•  if  Medicaid  denies  the  equipment  requested  by  an  individual,  and  prescribed 
by  a  physician,  the  appeals  process  for  proving  medical  necessity  is 
complicated 

•  if  the  durable  medical  equipment  ordered  for  the  consumer  is  found  to  be 
uncomfortable  or  inappropriate  (I  e.  a  wheelchair  that  is  too  large  or  not  large 
enough  for  the  individual),  it  is  not  clear  how  to  remedy  the  problem.  While 
there  is  an  800  member  services  line  for  questions,  consumers  and 
advocates  report  that  representatives  do  not  always  have  clear  answers. 

•  MassHealth's  vendor  list  is  active  and  difficult  to  keep  up-to-date  all  the 
time.  Advocates  report  hearing  from  consumers  that  when  consumers  call 
MassHealth's  information  line  to  find  a  Medicaid  vendor  in  their  area  from 
which  to  purchase  a  piece  of  durable  medical  equipment,  the  reference  given 
to  them  by  MassHealth's  I  and  R  often  no  longer  exists. 

4.  Civil  rights  complaints  involving  employment  issues  take  too  long  to  resolve. 
Complaints  are  filed  with  the  MA  Commission  Against  Discrimination  (MCAD) 
whose  regulations  allow  18  months  to  make  a  determination  of  probable  cause  or 
not. 

5.  Clients  often  are  not  given  a  complete  menu  of  options  when  working  with  their 
vocational  rehabilitation  counselor  on  developing  an  Individual  Plan  of 
Employment  (IPE).  For  example,  transportation  services  may  be  available  to 
certain  jobs,  but  unless  the  client  asks  about  it,  its  availability  may  not  be 
included  in  the  services  mentioned. 

6.  Segregated  work  environments  (sheltered  workshops)  continue  to  be  utilized 
for  some  consumers,  thus  isolating  those  employees  from  the  benefits  of 
integrated,  interactive  work  experiences. 

• 

RECOMMENDATIONS  (Some  recommendations  reflect  more  than  one 
Finding.) 

1 .  Increase  outreach  and  education  to  consumers  at  "transitions"  and  when 
systems  and  procedures  change  to  avoid  confusion  and  frustration,  interruption 
and  termination  of  services. 

2.  Extend  the  full  range  of  community  based  services,  including  acute, 
intermediate  and  long  term  care,  to  all  consumers  who  are  Medicaid  enrollees 

regardless  of  which  coverage  they  receive. 
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3.  Clarify  the  Medicaid  appeals  process  for  consumers  and  provide  that 
information  in  a  timely  way  so  that  individuals  are  able  to  gather  the  facts  they 
need  to  present  a  compelling  case  for  their  particular  need.  For  example,  include 
the  specific  reason  why  a  piece  of  equipment  was  denied  (i.e.  a  less  expensive 
alternative  might  work)  and  provide  information  on  brand  name  and  vendor  so 
that  a  consumer  has  the  opportunity  to  try  it  out  before  an  appeal's  hearing. 

4.  Streamline  the  adjudication  process  for  resolving  civil  rights  cases  by 

prioritizing  those  that  can  be  quickly  resolved.  For  example,  reasonable 
accommodation  in  employment  cases  can  often  be  worked  out  before  tension 
develops  and  the  employee's  job  is  jeopardized. 

5.  Ensure  that  clients  who  are  working  with  vocational  rehabilitation  counselors 

are  informed  about  available  services,  such  as  transportation,  that  may  provide 
essential  supports  to  their  vocational  goals. 

6.  Redirect  funds  that  support  sheltered  workshops  to  supported/competitive 
employment. 
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